Background: Besides the right to freedom, human rights can be seen as a basic requirement
Introduction
Besides the right to freedom, human rights are seen as basic requirements for the maintenance of human dignity and the opportunity to thrive (Ruck et al. 1998) . Furthermore, rights imply entitlement to such things as food, shelter, a non-threatening physical environment, security, health, knowledge, work, freedom of conscience, freedom of expression, freedom of association and self-determination (Bayles 1981) .
The United Nations Convention on the Rights of a Child (CRC) recognises caregivers" role as the guardians of their children"s rights. Woodhouse (2006) also remarks that the intent of the CRC was not to affect or take rights away from caregivers, but rather to retain the balance between the rights of children and the rights of families. By acknowledging that children have rights, caregivers acknowledge their responsibility to take care of their children"s needs and to protect them from harm (Dillen 2006) .
The rights of children should never be considered separately from the rights of their caregivers (Klinck et al. 1999) . Primary caregivers of children with special needs are obliged to be well informed when they take decisions concerning their children (Saleh 1999) . The caregivers" perspective on children"s rights insists that children with disabilities need specific care and they are often unable to implement their own rights (Dillen 2006) .
The views of primary caregivers are also important in the understanding of children"s rights since the caregivers are in a favourable position to either fulfil or restrict their children"s provision, protection and participation rights (Cherney and Shing 2008; Day et al. 2006; Ruck et al. 2002) . Lowden (2002) argues that adult beliefs about children"s rights influence the latter"s opportunities for self-determination. As some researchers have noted, in the case of young children who are economically, psychologically and physically dependent on their primary caregivers, children"s rights are fulfilled by the primary caregivers on behalf of the child, rather than through the child"s own intervention (Cherney and Shing 2008; Peterson-Badali et al. 2003) .
In respect of typically developing children in South Africa, there is a paucity of research regarding the perception that these children have of their rights. Venter, Kok and Myburgh (1996) investigated the degree to which children"s awareness of their rights was promoted by the school system. Results from their study showed that more Afrikaansspeaking than English-speaking participants felt that children had been made increasingly aware of their rights by the time they reached their final school year.
The current research forms part of a larger project that examined both parental and child perspectives concerning the rights of children with intellectual disability in South Africa.
Research method

Design
This research used a quantitative descriptive survey design. A custom-designed questionnaire was employed (Donohue et al. 2014a ).
Context
The study was conducted in South Africa, a country rich in cultural, religious, racial and ethnic diversity. However, South Africa continues to face enormous challenges imposed by the legacy of apartheid policies, including limited access to education, social and health services. The population suffers from high maternal and infant mortality rates; high prevalence of communicable diseases such as HIV/Aids, tuberculosis (TB) and malaria; poor literacy levels; high levels of unemployment, and many people living below the poverty line (Naidoo 2008; Statistics South Africa 2011) . Metropolitan cities in three provincesGauteng, KwaZulu-Natal and Limpopo -were included in this study. The respondents in these provinces are described in terms of a number of aspects in Table 1 , based on figures extrapolated from the 2011 South African census data. 
Participants
Participants were recruited from 11 special schools that serve children with mild to moderate intellectual disabilities in South Africa. These included four schools in rural areas (three in KwaZulu-Natal and one in Limpopo), as well as seven schools in an urban area (Gauteng). A total of 234 primary caregivers met the criteria, namely parenting a child between the ages of 8.0 and 14.11 (years; months).
Of these 234 potential participants, 15 were excluded because of reasons such as the following: they provided incomplete data; they parented children in a group home; they did not return the questionnaire in time; they did not give consent. Table 2 provides an overall description of the primary caregivers as participants in the study. 
Questionnaire
A questionnaire was developed in English, piloted and revised (Appendix A). It was translated through a process of blind-back-translation into Afrikaans, isiZulu and Xitsonga, the other languages commonly spoken in the study area (Donohue et al. 2014a; 2014b) . The questionnaire comprised the following three different sections:
Section 1 asked about demographic factors related to socioeconomic status, such as the participant"s age, education, the household size and family income.
Section 2 focused on child characteristics and was based on the Ten Question Questionnaire (TQQ), a standardised screening questionnaire administered to parents to detect moderate to severe neurologic impairments and disabilities in children (Zaman et al. 1990 ). The TQQ is a rapid, low-cost screening measure that has demonstrated reliability in both low-and middle-income countries (Durkin et al. 1995) .
Section 3 (based on Article 23 of the CRC) included a number of close-ended questions with a Yes/No answer that probed participants" awareness of the fact that their children with intellectual disability actually had rights. If participants answered "yes", they were requested to list and prioritise those children rights they could think of.
Data collection procedures
The study was performed in accordance with the Helsinki Declaration. Ethical approval was obtained from the relevant higher education facility, as well as from the relevant Provincial
Departments of Education, school principals, teachers and primary caregivers of children with intellectual disability. The consent letter and questionnaire were sent to primary caregivers via their children. The teacher wrote a short note in each child"s homework book to request that primary caregivers complete the consent form and questionnaire. Children received a small packet of sweets as a token of appreciation on returning the documents, irrespective of whether the primary caregivers had given consent. A week later a reminder was sent, which had a positive impact on the return rate. The questionnaires were collected three weeks after distribution.
Data analysis and reliability
The three fieldworkers who collected the data were bilingual (speaking one of the three target languages as well as English). They independently provided a word-for-word translation of survey responses into English. Two independent translators and one of the authors then also translated the comments into English. The two English versions were subsequently compared and if any discrepancies were found, they were discussed until a final English version of the survey responses was agreed upon. Slight differences were noted, which could typically be attributed to the use of synonyms, and therefore consensus on the most appropriate translation was reached easily.
An expert panel, which was moderated by one of the authors, linked participant responses to CRC articles by means of deductive content analysis based on the CRC articles.
The panel consisted of seven members (six female and one male), all with more than five years" experience in the disability field, and all familiar with the CRC. The panel"s discussions were conducted in English and all members were fluent in English. Of the panel members, three were speech-language pathologists, two were teachers, one was an occupational therapist, and one a disability advocate.
The different CRC articles were displayed electronically on a big screen. The moderator read out each participant"s response and asked panel members to independently consider the response and link it to one of the CRC articles. The moderator subsequently asked each panel member to indicate the CRC article selected. In exceptional cases where a 100% agreement was not evident from the onset, the different panel members were asked to justify the specific article selected. The discussion continued until full consensus was reached. This resulted in rules being created as the process continued, for instance when the participant"s response was only "education", it was regarded as Article 28, but when it was more comprehensive, e.g. "Education to make sure that my child reaches his full potential", it was regarded as Article 29. These rules were applied consistently throughout the datalinking procedure.
The expert panel then linked the 22 CRC articles mentioned by participants according to participation, protection and provision rights as described by Alderson (2008) . The panel first did this individually, and then discussed their opinions until consensus was reached. Table 3 shows that 85.8% of primary caregivers were of the opinion that their child with intellectual disability possessed rights. However, the flipside was also true, since 14.2% of the primary caregivers actually reported that their children with disabilities did not have rights. A statistically significant difference in responses (p< 0.001) between primary caregivers was found, and more urban primary caregivers believed that their children with intellectual disabilities had rights when compared to primary caregivers in rural contexts.
Results
Similarly, statistically significant differences (p< 0.001) were found between the responses of urban and rural primary caregivers who had to list the rights of their child with disabilities. From Table 3 , it is evident that an average of 3.3 rights (ranging between 0 and 7)
were mentioned by primary caregivers who came from an urban area, while an average of 2.6 rights (ranging between 0 and 6) were mentioned by primary caregivers from the rural areas. areas and shows which of these differences were significant. There was a statistically significant difference (p≤ 0.05). in responses between urban and rural primary caregivers regarding six of the 22 rights. Of these six rights, four related to provision rights, namely the right to education for self-actualisation (p=0.001); the right to an identity, including nationality and family relations (p=0.035); the right to maximise the child"s potential for development (p=0.044); and the right to privacy (p=0.010). The other two referred to protection rights, namely the right to protection from the State when maltreated (p= 0.001) and the right to no discrimination based on race, sex, disability, etc.
(p=0.003). None of the participation rights yielded a statistically significant difference between rural and urban primary caregivers.
Regarding the type of rights, provision rights were mentioned the most frequently (377 times), followed by protection rights (172 times), and participation rights were mentioned only 17 times. Furthermore, a range of provision rights were mentioned (linked to 13 CRC articles), protection rights were linked to seven CRC articles and only one could be linked to participation rights (i.e. the right to play).
Discussion
An important finding of this study was that 85.5% of the participating primary caregivers were aware of the fact that their child had rights. In a study by Renaut (2002) that primary caregivers were afraid to give children rights, since this would imply giving them power which, in turn, could imply a challenge to the parent-child relationship. In the present study, one of the primary caregivers stated that she did not think that her child has rights, as rights are linked to responsibilities and her child is not able to accept responsibility.
Only limited data emerged on the reasons why parents did not think that their child had rights, and it could therefore not be analysed.
Provision rights
A key finding was that primary caregivers of disabled children who are at school in both urban and rural areas mentioned education (a provision right) most frequently. This is in line with the fact that the provision of appropriate education for children with special disabilities has long been a burning issue in education (Erasmus et al. 2015; Wang 2009 ). However, this finding may probably be attributed to sampling bias, as all the participants in the present study were parenting children who were currently in school. It evidently demonstrates the fact that primary caregivers believe that school is important and that they must have the opportunity to let their child attend school. It should be stated explicitly that education is a fundamental human right, and unlike the other child rights in the South African Constitution, it is a "non-progressive right", which makes it immediately realisable. Therefore, the view does not apply that economic constraints may prevent all individuals from obtaining the right to education in the short term, while the State progressively makes efforts to assist its citizens to realise these rights (United Nations 1989). The government"s obligations regarding education have been organised within the internationally known A4 framework, which focuses on making education "Available, Accessible, Acceptable and Adaptable" (Tomaševski 2001 ).
The importance of education is particularly relevant in the South African context as it was estimated that in 2011, 8% of 7-to 15-year-old children with disability were not enrolled in school, due to schools being filled to capacity. At the same time, 24% of 16-to 18-yearolds with disability were excluded, inter alia due to schools not being able to cater for the special educational needs of these children. Furthermore, no data is available to compare access to education in rural and urban
areas, yet rural areas are typically defined by poor infrastructure, lack of services, limited access to education, etc. (Stats SA 2011). As shown in Table 1 , disability is more prevalent in rural areas, which is consistent with the cycle of poverty (Emmett 2005 ) that continues to be a key driver of educational exclusion in South African schools (Gustafsson 2011) . It should also be noted that the current study found that the primary caregivers from rural areas had lower levels of education than their urban counterparts. The high number of children with disabilities who were out of school could therefore be attributed to a combination of factors, such as not enough schools, insufficient training of teachers, insufficient provision of infrastructure and teaching and learning materials, as well as an inadequate system for monitoring and measuring disability. Besides these, Loeb and Eide (2004) suggest that some children with disabilities do not attend school as they are hidden from society.
It should, however, be noted that these estimates may fluctuate in rural and urban areas due to overcrowding, as there are few schools and large children populations. These inequities are also more pronounced in rural provinces with high poverty levels such as KwaZulu-Natal and Limpopo (both of which were included in this study) (Tomaševski 2001) . In these provinces it was found that many schools were inappropriately constructed (e.g. out of mud); many had no or an unreliable water supply; many had no indoor toilets available; many had no fencing, and many had no communication facilities (internet access, fax machine, landline or telephone). At present, there are not enough special schools to meet the demand, especially in rural areas (Tomaševski 2001 ) and the available schools often have very long waiting lists. Along with school fees, non-fee costs such as uniforms and transport costs constitute a significant barrier.
Protection rights
Children with physical, sensory, intellectual or mental health impairments are at an increased risk of becoming victims of violence (UNICEF 2005) . Protection rights were mentioned second-most frequently by primary caregivers. Primary caregivers from urban areas were better educated and had a higher income per household, which may have affected how these primary caregivers perceived their child"s right to be protected by the State. If the State fails to ensure and protect children"s rights and safeguard them against impairments such as discrimination, violence and abuse, the children are deprived of their right to have a long life and enjoy a decent standard of living (Degirmencioglu et al. 2008; Rafferty 2007) .
Participation rights
Participation is the right that was least commonly mentioned by the primary caregivers. A possible reason for the low frequency awarded to participation rights could be that primary caregivers believed that their children with disabilities did not really participate in varied social activities (e.g. play). According to Cowart et al. (2004) , children with disabilities may require assistance and/or supervision from adults in order to participate in activities outside of the home and school setting. Furthermore, participation in play must occur in a safe environment where the children"s involvement does not threaten their health and wellbeing (Lansdown, 2001 ).
Limitations of the study and recommendations for future research
A limitation of the current study is the fact that it was restricted to the primary caregivers of children (8;0 to 14;11 years old) with mild to moderate intellectual disabilities who attend special schools. Thus, the results can be interpreted in a meaningful way for this group only, because age, type of disability as well as school attendance may have an effect on primary caregivers" awareness of children"s needs. The sampling technique used might thus have resulted in a biased sample. In addition, the study was conducted in specific geographic areas, hence limiting the generalisability of the study. The fact that parents were asked to list and prioritise rights after having been asked whether they thought their child had rights, could have been interpreted by some participants as being a leading question, resulting in a Hawthorne effect. Furthermore, caregivers in the rural areas had lower levels of education and they may therefore have had difficulty in completing the questionnaire. They may also have had limited knowledge about human rights, child rights and the rights of children with disabilities.
Future research is recommended to focus on qualitative research (i.e. data gleaned for example through in-depth interviews or focus group discussions) in order to understand caregivers" understanding and thinking processes around their children"s rights. In addition, this study could be replicated in countries where there are large disparities between rural and urban areas to investigate the extent to which primary caregivers in those areas perceive that the basic rights of their children with intellectual disabilities are being met. These studies could correlate access to education and caregiver knowledge of child rights and how they prioritise different kinds of rights.
A further study that evaluates the educational level of the caregiver and its influence on the school enrolment and attendance of the child with disability is recommended. Door-todoor studies, or snowball samples of children with disabilities in particular contexts would allow for data that would also capture the perspectives of parents who have children who are outside the school system. Comparisons with primary caregivers in more developed countries could also be considered. The study could furthermore be replicated by using primary caregivers whose children are younger than 8;0 or older than 14;11 years, since research has shown that age is an important variable in the awareness of rights (Donahue et al 2014a) .
Conclusion
This study supports the idea that primary caregivers in both rural and urban areas are aware of the rights of their children with disabilities. Primary caregivers from urban areas are more aware of the different possibilities that exist and they are perhaps better equipped to provide opportunities for their children to exercise their rights than are their counterparts from rural areas. Nevertheless, primary caregivers in rural areas are aware of the rights of their children, particularly with regard to provision rights.
Key Messages
 This study supports the idea that primary caregivers in both rural and urban areas are aware of the rights of their children with disabilities.
 Primary caregivers from urban areas are more aware of the different types of rights that exist than are their counterparts from rural areas.
 The study"s findings seem to support the notion that provision rights are not a prerequisite to participation rights. 
